ABSTRACT: Although long-term care receives far less U.S. policy attention than health care does, long-term care matters to many Americans of all ages and affects spending by public programs. Problems in the current long-term care system abound, ranging from unmet needs and catastrophic burdens among the impaired population to controversies between state and federal governments about who bears responsibility for meeting them. As the population ages, the pressure to improve the system will grow, raising key policy issues that include the balance between institutional and noninstitutional care, assurance of high-quality care, the integration of acute and long-term care, and financing mechanisms to provide affordable protection.
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o r e t h a n t w e l v e m i l l i o n p e o p l e in the United States, about half over and half under age sixty-five, need some kind of long-term care. 1 About a third of these people have care needs that are substantial. Medicare, the federal government's health insurance program, finances medical care for nearly all elderly Americans and some younger persons with disabilities. Support for their long-term care, however, falls largely outside Medicare's scope. Most long-term care is provided by families and friends in the community. Medicaid, the federal/state program that provides health insurance for low-income families, is the nation's primary safety net for long-term care financing. In 1998 Medicaid financed about 40 percent of the nation's total long-term care spending of $150 billion and 44 percent of spending on nursing home care. 2 Despite some recent improvements, long-term care continues to pose major challenges: People who need long-term care often do not get the care they need or prefer, and families' caregiving and financial burdens are often heavy. One in five adults with long-term care needs who live in the community report an inability to get the care they need, often with serious consequences. 3 Policymakers continue to grapple with dissatisfaction in the scope, mix, quality, and financing of long-term care services. The availability of publicly supported long-term care varies from state to state. Despite the growth in home-care services, nursing homes continue to dominate the service system, and state and federal governments continually struggle to manage costs of the services they provide and wrangle over their respective financial responsibilities.
Changing demographics pose a further challenge. Current estimates suggest that the demand for long-term care among the elderly will more than double in the next thirty years. 4 This growth will exacerbate concerns about balancing institutional and noninstitutional care, assuring quality of care, integrating acute and long-term care, and-perhaps most important-adopting and sustaining financing mechanisms that equitably and adequately protect people who need long-term care. Alongside policy toward Social Security and Medicare, policy toward long-term care will increasingly shape quality of life for aging Americans. This paper begins with an overview of the population who needs long-term care and the mechanisms used to finance that care, for both the elderly and the nonelderly populations. We then focus on the elderly-first examining changing patterns of service use and their policy implications, then examining policy issues that will become more problematic as the population ages.
Who Needs Long-Term Care?
Long-term care refers to a broad set of paid and unpaid services for persons who need assistance because of a chronic illness or physical or mental disability. Long-term care consists primarily of personal assistance with activities of daily living (ADLs) or instrumental activities of daily living (IADLs). ADLs are routine tasks of life, usually considered to include eating, bathing, dressing, getting into and out of bed or a chair, and using the toilet. IADLs are additional activities necessary for independence such as preparing meals, managing medications, and shopping for groceries. Long-term care also may include skilled and therapeutic care to treat and manage chronic conditions.
Although the likelihood of needing long-term care rises with age, almost as many people who need such care are under age sixty-five as are above it-5.6 million persons under age sixty-five (including 0.4 million children) and 6.6 million elderly, in roughly 1995. 5 About 13 percent (0.1 million nonelderly and 1.5 million elderly in 1996) reside in nursing homes. Of the remainder who live in the community, one-quarter (1.2 million ages eighteen to sixty-five and 1.5 million elderly) are severely impaired, needing personal assistance with three or more ADLs. 6 Compared with the rest of the population, persons who need long-term care are disproportionately low-income, very old, and living alone or with relatives other than a spouse (Exhibit 1). They also incur substantial costs (out of pocket and Medicare financed) for acute care services. 7 Virtually all elderly persons who need long-term care have health insurance through Medicare. Medicare covers disabled persons under age sixty-five, however, only after they have received Social Security disability benefits for two years. Only 33 percent of the home-dwelling population ages eighteen to sixty-four with longterm care needs have Medicare coverage (Exhibit 2). About half have either private health insurance (28 percent) or Medicaid (25 percent). Ten percent of the long-term care population in this age group are uninsured.
Long-Term Care Financing
Although most people who need long-term care rely on unpaid help from family and friends, spending on long-term care is substantial. 8 The primary sources of financing are Medicaid and out-of-pocket spending, which accounted for 40 percent and 26 percent, respectively, of national nursing home and home-care expenditures in 1998 (Exhibit 3). Two-thirds of long-term care spending is for nursing home care, 44 percent of which was funded by Medicaid and 31 percent through out-of-pocket spending in 1998. n Medicare. Medicare finances long-term care only tangentially through its limited skilled nursing facility (SNF) and home health benefits. Despite recent growth in spending on these benefits, much of the SNF and home care paid for by Medicare remains short-term rehabilitative care, often related to a hospital stay or outpatient procedure. Medicare covers SNF care for up to 100 days following a hospital stay of at least three days. For homebound persons needing part-time skilled nursing care or physical or other therapy services, Medicare pays for home health care, including personal care services provided by home health aides.
n Medicaid. Medicaid is explicitly responsible for financing long-term care for persons with low incomes and persons who become poor ("spend down") as a result of spending on medical or long-term care. Medicaid provided 44 percent of nursing home spending in 1998. Medicaid supports care, in part or in full, for about two-thirds of all nursing home residents. 9 In addition, Medicaid allows states to cover personal care at home, regardless of whether skilled care is needed; Medicare does not.
Federal rules entitle elderly and disabled persons to Medicaid benefits if their incomes and assets are low enough to qualify them for the federal Supplemental Security Income (SSI) cash assistance program-in 2000, income of no more than $532 per month, and nonhousing assets less than or equal to $2,000 for individuals. 10 Most states allow people to become eligible under "medically needy" provisions if they spend down their income and assets on care. For nursing home care, even states without medically needy coverage must cover nursing home residents with incomes of up to three times the SSI level. Institutionalized persons must contribute all of their income except a small personal needs allowance (ranging among states from $30 to $75 per month in 1996) toward the cost of care. 11 When one spouse lives at home while the other is institutionalized, the community-living spouse is allowed higher income and asset levels, which vary by state.
States have flexibility in designing their long-term care programs and controlling access. First, states determine their own eligibility levels. Second, although states must cover home health services, they have the option of providing personal care and may provide such care through programs that "waive" certain generally applicable federal requirements. Specifically, they can (and do) establish limits on the total number of persons enrolled (regardless of eligibility) and target programs to selected areas or population groups. Third, states can (and do) directly regulate the supply of nursing home beds. In addition, states control the rates paid to nursing homes for Medicaid beneficiaries, which can affect access. 12 States' different choices produce large variation in Medicaid longterm care spending. 13 In federal fiscal year 1998 Medicaid spending on long-term care (for all ages) ranged from less than $120 per state resident in five states to more than three times that level in the top four states and the District of Columbia. 14 n Private insurance. About 7 percent of long-term care spending is financed by private insurance-a combination of health and the relatively new long-term care insurance. Although the number of people buying private long-term care insurance is growing, as of the end of 1996 fewer than five million policies had been sold. 15 n Out-of-pocket spending. The fact that more than a quarter of long-term care costs are paid directly by patients reflects the financing structure described above: the absence of an insurance system, public or private, that spreads the financial risk of needing longterm care, and, in its place, a system that protects people only if they are impoverished. Given the high costs of long-term care-on average more than $40,000 annually for nursing home care, and for the severely impaired (three or more ADLs), on average more than $500 per month for home care (or $6,000 annually)-persons needing to purchase such care face a substantial financial burden.
Use Of Long-Term Care By The Elderly
Although the pattern of service use among the elderly in the mid1990s was largely similar to past patterns, surveys comparing the mid-1990s with the mid-1980s found two shifts: a reduced use of nursing homes and, if at home, a higher likelihood of receiving paid help. These changes are consistent with a policy goal of substituting home care for nursing home care. However, a closer look at experience calls into question whether paid home care has truly substituted for nursing home care, whether service levels are adequate, and whether greater support for home care will continue.
n Changes in service use. A comparison of surveys shows that 4.2 percent of the elderly population resided in nursing homes in 1995, compared with 4.6 percent in 1985. 18 This means that about a quarter-million elderly persons who, based on age and sex, would have been in nursing homes in 1985 were not in nursing homes in 1995. Nursing home residents and stays also looked different in 1995: Residents were older and more severely impaired, and stays were shorter and more likely to be financed by Medicare (13 percent in 1995, compared with 2 percent in 1985).
Survey data show changes in home-care use by the elderly over roughly the same period. The proportion of home-dwelling elderly persons with long-term care needs depending only on family and friends for assistance fell from 74 percent in 1982 to 64 percent in 1994, and from 66 percent to 50 percent among persons dependent in three or more ADLs. 19 At the same time, elderly persons receiving paid care averaged fewer paid hours per week.
These patterns reflect changes in the health and long-term care system and its financing. Shorter hospital stays and technological advances have led some hospital care to be replaced by short-stay nursing home care, or acute care-related home health services. Less nursing home use may be related to increased use of supportive housing arrangements (assisted living). 20 But most residents are much less impaired than the typical nursing home resident, so it is unlikely that supportive housing substitutes for much nursing home care.
Perhaps far more important, financing for home care has expanded. A loosening of Medicare rules in the late 1980s expanded the delivery of home health care, both personal care and skilled care. Medicare spending for home health grew from just under $4 billion in 1990 to more than $18 billion in 1996. 21 Although evidence suggests that the expanded service involved acute care-related as well as long-term personal care, spending growth went disproportionately to the small fraction of users receiving extensive home care (increased spending for Medicare home health users receiving 200 or more visits during the year accounted for about 60 percent of the total growth in spending between 1991 and 1994). 22 There also is evidence that Medicare assisted a greater share of elderly beneficiaries with long-term care needs-between 1982 and 1994 the proportion of those with (paid or unpaid) home care who received Medicare-financed help during the previous week rose from 4 percent to 10 percent. 23 Medicaid spending for home care for low-income persons (of all ages) also rose during the 1990s, from $4.8 billion in FY 1991 to $10.5 billion in FY 1996 (and to $14.8 billion in FY 1998). 24 Since the mid-1990s, however, Medicare policy has changed once again. The Balanced Budget Act (BBA) of 1997 created incentives for home health agencies to limit the volume of care-in particular, for patients needing the most care. 25 Spending growth dropped sharply.
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However, the impact on patterns of use is not yet known. n Policy implications. A lower probability of nursing home use and an expansion of Medicare home health are consistent with but by themselves not evidence of a policy preference for home care over nursing home care for people in need of services. Changes in patterns of care raise a number of important policy questions regarding the adequacy of care and the policy process that shapes it.
Although some data are available to reveal changes in service use, experts emphasize the absence of data and analysis to show that impaired persons who might previously have entered nursing homes are actually receiving adequate care. 27 Concern about adequacy of service stems from evidence on Medicare's limited reach among the impaired population and of care needs that go unmet. Near the height of Medicare's home health expansion, in 1994, only 10 percent of impaired elderly persons who received assistance at home reported receiving Medicare-financed home care during the prior week. 28 (A smaller proportion, 3 percent, received Medicaid-financed home care.) Further, average weekly hours of paid care per recipient fell between 1982 and 1994, especially among those with home care financed from "program sources" (such as Medicare, Medicaid, and private insurance). This decline suggests that although Medicare may have come to serve more people, its benefits are more limited than those Medicaid may previously have provided. 29 Concern about the limited use of paid services is compounded by evidence on how many elderly persons go without care. Results from a national survey indicate that nearly one-fifth of home-dwelling elderly with long-term care needs, in roughly 1995, reported needing help, or more help, with ADLs or IADLs. 30 Respondents attribute these unmet needs to finding services too expensive, having difficulty finding help, or being ineligible for help from an agency because of income or medical eligibility criteria. Among community-dwelling elderly with long-term care needs, persons reporting unmet need are disproportionately severely impaired, living alone, and poor or near-poor.
A second concern is the way in which current Medicare and Medicaid long-term care policy is being made. The Medicare home health expansion largely reflected the withdrawal rather than the introduction of policy guidance. No decision was made to rely upon Medicare to finance an expansion of long-term care, and many question the targeting of its benefits (based on a need for skilled care without regard for personal care needs) as well as the efficiency of its delivery system (reliance on agencies). 31 Similarly, the retractions in service stimulated by the BBA's changes in home health payment policy may be poorly targeted. Although the policy change was intended to promote efficiency, it may replace incentives to provide what may have been too much care with what may be too little. 32 In reviewing recent evidence, the Medicare Payment Advisory Commission (MedPAC) concluded that some beneficiaries who require costly home care are facing difficulties obtaining services. 33 There is little professional consensus on norms of care under Medicare's home health benefit-an issue that reflects both the design of the benefit (skilled over personal care) and the complexity of evaluating the "appropriate" amount of personal care. In the absence of such norms, a shift to incentives for agencies to spend as little as possible would seem to put the patients who need the most care at greatest risk.
Medicare and Medicaid policy resembles a fiscal tug-of-war, rather than a concerted effort to address people's needs. Medicare's expansion of home health benefits offered states an opportunity to "shift" responsibility to Medicare-that is, allow the program to finance care that states might otherwise provide. Analysis suggests that some states (with relatively high Medicaid home-care spending) adopt policies to assure that Medicare revenues are "maximized"-explicitly shifting financing for some services from the Medicaid program, for which states share financial responsibility, to the fully federal Medicare program. 34 What will happen to these and other home care services as Medicare shrinks? Medicare's expansion may have filled needs for home care in states with more limited Medicaid coverage. It is not clear that Medicare's retraction will be offset by Medicaid growth.
"Medicare and Medicaid policy resembles a fiscal tug-of-war, rather than a concerted effort to address people's needs."
Medicaid is targeted to the poorest population; many persons who are not very poor nevertheless cannot afford paid help. Further, states have always varied in the generosity of their Medicaid homecare benefits and will undoubtedly vary in their willingness to fill the possible service gaps. Hence, Medicare changes will likely reduce access to care for some persons with long-term care needs.
Current And Future Policy Choices
Both the outcomes and the process of U.S. long-term care policy have serious shortcomings, and the consequences of these shortcomings will increase as the population ages. Policymakers continue to face an array of complex policy problems regarding the balance between nursing home and home care, assurance of quality, integrating acute and long-term care, and affordable access.
n Improving the nursing home/home care balance. Despite Medicare's home health expansion, Medicaid continues to dominate long-term care spending, and institutional care continues to dominate Medicaid services, accounting for three-quarters of Medicaid long-term care spending in FY 1998. 35 States have struggled for years to reduce nursing home use, by limiting nursing home care (through preadmission screening, limits on the supply of nursing home beds, and constraints on growth in Medicaid payments) on the one hand, and expanding home care (primarily through "waivers" of Medicaid requirements, allowing states to target benefits to limited geographic areas and to specific groups and numbers of beneficiaries) on the other. However, in most states policy initiatives have had a modest impact on the allocation of resources between nursing homes and home and community-based care. 36 The continued emphasis on nursing homes over home care reflects in part a reluctance to expand support for home care as an add-on to, rather than a replacement for, current institutional care. Although home care can (and does) substitute for nursing home care, enhanced public support for home care will likely expand the total number of persons receiving care. Many who would resist going to nursing homes may welcome care at home. Indeed, improving quality of life for individuals and families struggling to maintain care at home is as much a goal of home care as is reducing nursing home use. Nevertheless, the result is that broader support for home and community-based care will raise, not lower, costs.
A few states-most notably, Oregon, Washington, and Wisconsin-stand out for efforts to avoid this outcome by explicitly limiting the use of nursing homes-that is, moving people and dollars out of nursing homes and into home and community-based care. However, control over spending levels not only required limits on nurs-ing home use; it also required limits on the availability of home care that in some cases created waiting lists for care. Also, despite fairly dramatic reductions in nursing home use (especially in Oregon), total long-term care spending continued to rise. 37 All told, it may be difficult to achieve a better balance across services without expanding overall investment in long-term care. Willingness to make that investment, however, is at best uncertain.
n Quality assurance. Despite reform of nursing home regulation more than a decade ago, recent reports to Congress indicate that about a quarter of the more than 17,000 nursing homes nationwide still have serious deficiencies. 38 About 40 percent of those homes have had repeated deficiencies. 39 Such poor performance is attributed to insufficient attention to and support for federal and state enforcement activities. 40 Both levels of government have stepped up activities as a response to public criticism, but concerns remain.
Nursing home payment policy also can influence quality of care. Although higher payment does not ensure higher quality, payment rates can be too low to support adequate quality. The BBA repealed requirements limiting states' flexibility in setting nursing home rates. To date, states have not responded with major changes in nursing home payment, but inaction may be a reflection more of economic prosperity than of comfort with payment methods and rates. In the coming years decisions on how much and how nursing homes are paid (by Medicare as well as Medicaid) will be critical in establishing incentives or disincentives to provide high-quality care. 41 Although nursing home quality assurance is problematic, assurance of quality outside the nursing home has barely begun. Assuring the quality of care at home has historically been regarded as challenging because of the numerous sites of care, potential isolation and vulnerability of persons receiving care, and the lack of information on the relationship between services and outcomes. Supportive housing arrangements raise another set of quality assurance issues. Board-and-care homes for low-income persons receive barely more than subsistence payments and fall outside both federal and many states' regulatory scope. Assisted-living facilities, although better paid, fall outside about half the states' regulatory frameworks and offer providers a potential escape from nursing home regulation. 42 Enhancing the effectiveness of quality tools and extending their reach will remain a considerable challenge for policymakers.
n Integrating acute and long-term care. People in need of care are clearly frustrated by the challenge of coordinating different types of services across different programs-specifically, Medicare, which finances acute medical care, and Medicaid, which finances long-term care. Better integration across services and programs could reduce this burden and improve both the quality and the efficiency of care. However, there is much more rhetoric than reality to "service integration." Its promotion, especially through reliance on capitation (a single payment per user to cover all services) rather than fee-for-service, reflects a continued quest for cost containment, at least as much as it does a pursuit of high-quality care.
To date, experience with capitation, even for acute care for the elderly, is limited. Medicare managed care now covers about 17 percent of beneficiaries. 43 Limited evidence on its performance, relative to fee-for-service, has raised quality concerns-generally, regarding outcomes for persons with chronic conditions; specifically, regarding reduced use and worse outcomes related to home health care and rehabilitation facilities. 44 Medicare also has promoted the development of new managed care arrangements that include long-term care, which have recently been adopted as provider options. Although demonstration projects provide some evidence of more efficient service delivery, there is concern about the ability to replicate these models and attract enrollees. 45 Medicaid managed care focuses on acute care for the low-income population under age sixty-five. 46 A capitation payment including acute and long-term care for the elderly requires the "integration" of Medicaid and Medicare and a negotiated arrangement between the state and federal governments. Both the states and the federal government have been cautious in pursuing these arrangementsstates, uncertain about the capacity of organizations, including commercial managed care plans, to take on responsibility for longterm care; the federal government, generally unwilling to allow states to require beneficiaries to participate in managed care and concerned about giving states control over the use of Medicare dollars.
Although states have been cautious in assuming that managed care can be applied to long-term care, interest in the concept reflects factors other than efficient delivery of high-quality care. Capitation, especially combining Medicare with Medicaid dollars, offers states financial advantages: the opportunity to control dollars that the federal government now manages and, through fixed capitated payment, to limit liabilities for service. Pursuit of those advantages without evidence that care is truly managed would place the most vulnerable beneficiaries at considerable risk.
n Expanding insurance for long-term care. Theoretically, there is little rationale for failing to finance long-term care as we finance acute care-that is, relying on insurance to spread its risk. We typically rely on insurance to deal with costs that are potentially catastrophic and unpredictable. Long-term care satisfies both criteria. Purchasing extensive personal care, at home as well as in nursing homes, is a catastrophic expense. Further, the probability that a given person will need long-term care is uncertain. For example, although 39 percent of persons at age sixty-five are likely to use some nursing home care before they die, almost half will require less than a year of care, while about a fifth will require five years or more. 47 Public discussion all too often assumes that a need for longterm care is an inevitable part of aging and that saving is therefore the right strategy to address it. With costs so varied and unpredictable, savings will be inadequate and inefficient. Insurance makes more sense.
The U.S. long-term care system, however, does not provide insurance against the risk of long-term care costs. As described above, the private insurance market is small, and (public) Medicare explicitly limits coverage for long-term care. Medicaid provides support that is critical to persons who need long-term care, but that support is available only after all other resources have been exhausted. Thus, even with Medicaid, risks are concentrated, not spread.
Some argue that with supportive public policies-notably, subsidies through the tax system-the private insurance market could spread the risk of long-term care costs, thereby reaching a much larger portion of the population and greatly reducing burdens on the public sector. 48 Recent estimates by the American Council of Life Insurance are that private insurance could grow to finance 29 percent of nursing home costs in 2030, ten times their estimate of 3 percent today. 49 However, reliance on private insurance to address future long-term care needs raises critical policy questions.
The first question is the adequacy of protection. Observed inadequacies are numerous: market practices that make policies unavailable to those most likely to need long-term care; benefits that cover only a portion of the costs of care and are not guaranteed to keep pace with rising costs or changing practices of care; and the possibility of unanticipated premium increases (even with policies that promise the same premium for the life of the policy). These features of private insurance, which reflect insurers' incentives to limit risk, create a barrier to risk spreading that is also apparent in the private individual health insurance market. The nation's continued dissatisfaction with this market should generate skepticism about the wisdom of following a similar path for long-term care.
A second question is whether tax support for private insurance represents an equitable use of public resources. Tax subsidies are far more likely to reach persons already able to purchase long-term care insurance, rather than those who cannot afford it. Analysis by the Congressional Budget Office (CBO) suggests that the latter group will grow in the coming decades. Further, it suggests that even with an expansion of long-term care insurance, Medicaid spending must increase-from $43 billion estimated for 2000 to $75 billion for 2020-to ensure even current levels of service to low-and mediumincome people (Exhibit 4). Proponents of tax subsidies for private insurance argue that the need for public investment would be even greater in the absence of support for private insurance-the CBO estimates that without any private long-term care insurance, Medicaid long-term care spending would rise to $87.8 billion in 2020. However, to accept that argument is to assume that investment in public and private support will go hand in hand. In practice, advocacy of subsidies for private insurance is more likely to obscure the need to strengthen direct public support. The result would be to target resources to the economically advantaged while leaving the disadvantaged at risk. Expanded social insurance is an alternative to public support for private insurance. For example, Medicare could be expanded to include long-term care, entitling all Americans, regardless of income, to some insurance protection should they become greatly impaired. However, investment of resources to sustain the social insurance we have (Medicare and Social Security), let alone the social insurance we might have, is subject to considerable debate. Despite the nation's current prosperity and underlying wealth, our willingness to redistribute resources to reflect the aging of the population seems to be in question. 50 In these circumstances, better support for the economically disadvantaged-a more adequate means-tested safety net-should be our priority. We now expect people to impoverish themselves com- LONG-TERM 53 CARE SYSTEMS pletely before providing them assistance with long-term care. That system seems excessively harsh. Further, it is geographically inequitable and will become more so as the population ages. Analysis of future population growth and resources reveals that growth in the demand for long-term care and the ability to finance it will vary greatly across states. 51 To create a stronger, more fair safety net will therefore require not just more dollars, but more federal dollars. 
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